2017

cmtupdate
APRIL-JUNE

IN THIS ISSUE

Global Registry
TRIAD

2
3-4

Event Highlights

5

Team CMT

6-7

Community

8-9

Diagnosis Chart

10

Centers of Excellence

11

Events

12

1-855-HELPCMT (435-7268)
www.hnf-cure.org

Estela Lugo on AlterG machine

Amazing Opportunity to Join an AntiGravity Exercise Study in New York City!
BY ALLISON MOORE, CEO/FOUNDER, HNF

HNF is excited to announce a new avenue
of research for improving the physical
and emotional well-being of individuals
living with CMT. Beginning this summer
and continuing through the coming year,
we will be funding and conducting an
exclusive research study for people with
CMT featuring the AlterG anti-gravity
treadmill in New York City!
CALL 212.600.4781 TO LEARN MORE AND
TO ENROLL!

This incredible new technology allows
patients to stand, walk, and be supported as

needed to improve balance, gain endurance,
and reach greater speed, all without the risk
of falling! This innovative machine—which
was designed by NASA—features an airtight casing and powerful series of fans.
Patients are zipped in and are able to
reduce their body weight and the effects
of gravity down to 20%.
This new combination of “weightlessness” and support was enough to allow
Estela Lugo, a patient with CMT, to run
for the first time in her adult life. “I lost all
movement from the knee down before the
age of 10 and have been wearing AFO’s

The Hereditary Neuropathy Foundation’s
mission is to increase awareness and
accurate diagnosis of Charcot-Marie-Tooth
(CMT) and related inherited neuropathies,
support patients and families with critical
information to improve quality of life, and
fund research that will lead to treatments
and cures.
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since kindergarten. I didn’t think I would ever experience running in my lifetime. I stepped into this machine and was running
within a few minutes. There aren’t any words to completely
describe how amazing that felt.” One year and 116 miles later,
Estela is displaying encouraging results and is more determined
than ever to bring this technology to the CMT community.
“We believe that movement is medicine and can greatly improve
quality of life. The AlterG gets patients moving in new ways
and pushes the boundaries of disability.” We are hopeful that
bringing the AlterG and more mobility activities to patients with
CMT will help to improve independence and quality of life for
the community.
Dr. James Nussbaum, PT, PhD, SCS, EMT, physical therapist
and research and clinical director of ProHealth & Fitness PT OT in
Manhattan, is an expert in the rehabilitation of patients with CMT.
He has been treating patients with CMT and other neuromuscular
diseases for more than 15 years, and has presented his research
throughout the US and abroad. Dr. Nussbaum is leading our
AlterG exercise study in New York city, and the enrollment is

currently open. Interested patients or family members should call
212.600.4781 and ask about the AlterG CMT study.
Study participants will have a diagnosis of CMT, and will
come in for an extensive initial evaluation, and then will do 30
minute exercise sessions three times a week for three months.
Patient will be re-evaluated at the conclusion of the study and
then again three and nine months later to assess changes in
balance, mobility, and quality of life.
Study participants will participate free of charge, and will
agree to partake in the thrice weekly sessions and the assessments
of the study. Patients of all abilities are eligible to be evaluated:
those with and without braces, with and without assistive devices
(canes, walkers, etc.) may be eligible.
TAKE THIS AMAZING OPPORTUNITY TO BENEFIT FROM THE CUTTING
EDGE OF RESEARCH IN CMT, CALL TODAY! 212.600.4781 AND ASK
ABOUT THE ALTERG CMT STUDY.
WWW.PROHEALTHPTOT.COM

WWW.HNF-CURE.ORG

Support Hereditary Neuropathy Research
by joining the Global Registry for
Inherited Neuropathies (GRIN)
VISIT: WWW.NEUROPATHYREG.ORG

WHY SHOULD YOU JOIN GRIN?
IT’S PRETTY SIMPLE...
WE NEED YOU!
Researchers on the front lines of fighting Charcot-Marie-Tooth
(CMT) will not have the essential and necessary patient information
to develop the drugs, gene therapies, and clinical trials for CMT and
other Inherited Neuropathies (IN) unless you participate!
HNF’s Global Registry for Inherited Neuropathies (GRIN)
collects historical, clinical, and genetic information on CMT/IN
patients to help advance therapy development for these debilitating
disorders. This initiative supports HNF’s commitment and
dedication to developing treatments and discovering cures for
CMT and other INs.
As our registry grows, we exponentially gain greater insights for
researchers into the CMT community and allow more precise
targeting for specific conditions. Researchers can study why
individuals have different symptoms. Scientists can learn how a
particular mutation type may lead to different or unique symptoms.
Participation in the registry also helps researchers learn about the
efficacy of treatments within a given patient population.
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READY TO JOIN?
Anyone diagnosed with CMT or another IN can join the GRIN
registry. Your information is always kept confidential: only
approved research investigators and registry personnel can see
your information.
If you are already a participant, but have not completed your
questionnaire, please update your profile to ensure your
information is included in the registry.
With all of the current positive research momentum, there is
no better time than right now to join GRIN! Become a part of
the effort to find the treatments and cures for all inherited
neuropathies!
TO JOIN OR UPDATE YOUR RECORD: CLICK HERE

{

HNF developed the Therapeutic Research in Accelerated Discovery (TRIAD) as
a collaborative effort with academia, government and industry, to develop
treatments for CMT. Currently, TRIAD involves many groups that span the drug
discovery, drug development, and diagnostics continuum.

IMPROVING ACCESS TO CMT CLINICAL TRIALS:
User-Friendly Search Capability Added to www.hnf-cure.org
BY SEAN EKINS, CSO, HNF

It is about to become a lot easier for patients and caregivers to find
information about clinical trials that may be suitable for them. The
Hereditary Neuropathy Foundation (HNF) is proud to announce
that it is partnering with Antidote--an innovative digital health
company--to incorporate its “Antidote Match” clinical trial search
tool on www.hnf-cure.org.
Antidote Match is an online platform that aggregates all publicly available information on clinical trials and presents it in plain
language and with an easily searchable format. Patients answer a
series of questions online about their condition and medical history
and then receive a customized list of available trials in their region
to review with their healthcare providers. Patients do not need to
provide any personal identifying information when searching for
information on clinical trials.

“I feel it is important to match interested individuals to
appropriate clinical trials to help the research community
cure Charcot-Marie-Tooth (CMT) and related inherited
neuropathies (IN) as well as to enable people to
participate in trials that may lead to treatments.”
– Allison Moore Founder/CEO, HNF

Antidote Match was developed to bridge the gap between patients
and the researchers who are developing new medical treatments for
diseases. The search tool can be found at http://www.hnf-cure.org/
clinicaltrials. HNF-funded studies will be announced shortly and
made available through Antidote.

ABOUT ANTIDOTE

Antidote is a digital health company on a mission. Their aim is to
accelerate the breakthroughs of new treatments by bridging the
gap between medical research and the people who need them. In a
world where 80% of clinical trials are delayed or closed due to lack
of awareness, Antidote uses cutting-edge technology to match the
right patients with the right trials, helping medical researchers make
faster progress and offering new treatment options to patients in
need. Antidote was launched as TrialReach in 2010, and is based
in the US and the UK. This is a global effort to advance health
care for everyone.
TO FIND OUT HOW YOU CAN HELP SHAPE MEDICAL HISTORY, VISIT
CLICK HERE

The Hereditary Neuropathy Foundation Announces New Partnership
with Acceleron Pharmaceuticals to Explore Potential Therapies for
Charcot-Marie-Tooth Disease
BY TINA TOCKARSHEWSKY, DIRECTOR, MEDICAL AND PUBLIC AFFAIRS, HNF

HNF is excited to report that we are making great strides with
collecting patient and caregiver responses through an on-going
Patient-Reported Research Study to advance therapies for CMT
and inherited neuropathies (IN). This web-based survey was
developed in collaboration with leading clinicians and drug
researchers, and it will result in a more robust understanding of
the disease and help to better characterize and describe the CMT/
IN patient population.
The study was opened in mid-February 2017, and we have
already collected over 1,100 anonymous survey responses from
the HNF community. The data collected includes severity of

symptoms, characteristic signs (pes cavus, poor or absent reflexes),
genotypes, treatments utilized, and patients’ willingness to
participate in research and clinical trials.
This information will assist in the development of standard of
care guidelines, as well as be useful for identifying potential
clinical endpoints, patient-reported functional outcomes, and
optimal design approaches for clinical trials. HNF plans to
present initial results at the upcoming Peripheral Nerve Society
conference in Barcelona during July 8-12, 2017. Full results and
insights gathered will also be shared by HNF with the CMT/IN
stakeholder community once available.

1-855-HELPCMT (435-7268)
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Q
&A

with Dakota Reilly

Impact of AlterG on Charcot-Marie-Tooth

Please introduce yourself to the CMT community:

My name is Dakota Reilly, and I am a college student living
in New York City. I was diagnosed with CMT1A at the age of
eleven. I have tried different methods to address my symptoms
and improve my quality of life; exercise—specifically weight
training—has been one method with which I have had some
improvements in my strength, balance, and extension of time
before fatigue sets in during physical activity.

A: W hen starting the AlterG, you should make sure the facility

you’re using it in is familiar with CMT so they can properly
guide you on how to use it. Setting the AlterG to your
specific weight, height, etc. can be a bit confusing at first, so
you will need assistance from someone who knows how to
use this machine. You should also stick to a routine of doing
it at least twice a week.

Q: 	H ow do you find an AlterG machine in your area?

Q: 	H ow did you find the AlterG treadmill?
A: I learned about the AlterG from Estela Lugo, a contact

I met through the Hereditary Neuropathy Foundation.
Estela recommended a physical therapist who had an AlterG
machine in a location close to where I live.

Q: 	W hat health benefits have you experienced by using the
AlterG treadmill?
A: T he AlterG allowed me to walk at a faster pace with

longer strides.

Q: 	H ow often do you use the AlterG treadmill?
A: I had been using the AlterG on average one or two times

a week. I did not have enough time in my class and work
schedule to go more frequently, but I noticed more results
when I was able to commit to twice a week.

Q: 	D o you find your CMT symptoms have improved? If so, what
changes do you see?
A: Walking on the AlterG loosened up my hips, allowing me

to take bigger strides when I walked. After completing a few
sessions on the machine, I was able to walk at a faster pace
with better balance.

Q: 	H ow long have you been using the AlterG? Can you guide
us through your progress from your initial start to your
current ability?
A: I began using the AlterG in Fall 2016. It is hard to see my

progression because I did not use the AlterG consistently
since I was balancing school and work. Also, I spent a few
weeks trying to figure out what settings to put the machine
on in order to have it be beneficial, but not too challenging.
However, the AlterG has helped correct my walking.

Q: 	W hat advice would you give to others about the AlterG?

4

APRIL-JUNE 2017

A: A lterg.com allows you to type in your zip code to find

local machines.

Q: 	P lease add anything else you would like to share:
A: I would like to participate in a study because I would like to

learn more about the benefits of the AlterG. Since most of
the people at the location where I used it were temporarily
injured athletes, I wasn’t properly shown how to use the
machine as someone with CMT. But I believe that, with
guidance on proper machine usage and consistency of
exercise, the results of using the AlterG would predictably be
significantly more positive.

E V E N T H IGH L IGH TS

Setting Sail For CMT:
Manhattan Cruise Successfully
Raises Research Funds

Zumbathon a success for raising
awareness and funds for CMT

BY COURTNEY HOLLETT, FUNDRAISING COORDINATOR, HNF

Our June 10th Zumbathon charity event for HNF at the
Brigantine Community Center was a huge success! We had over
40 items for auction, as well as close to 50 participants doing the
Zumba class for Charcot-Marie-Tooth (CMT) awareness.
When I walked into the gym, I saw so many beautiful gift
baskets donated for the event. I was overwhelmed with joy and
gratitude for all the hard work the community put into this
successful fundraiser. Many local businesses donated a basket—
what an amazing community!
The Brigantine Beachcomber wrote an article about the
Zumbathon, which encouraged Pat, a CMT patient and Brigantine
resident, to join the event. She said she had to come and meet
me because she never hears or sees anybody else with CMT.
Pat was thrilled to see somebody raising CMT awareness in
her hometown.
I'm looking forward to going back to Brigantine and spending
some time with my new friend.
There were many women volunteering and helping out at the
fundraiser. I'm very grateful for all the hard work everybody put
into this event. Everybody seemed to have a great time, and most
people there had never heard of CMT until they met me. The
day was not only fun, but emotionally healing for me to see and
feel all the love!
Marisella and all the Zumba instructors were so nice and
talented. I really enjoyed watching them and admired their love
for Zumba. I always loved to dance. It's so freeing and helps
motivate others to stay active and healthy. They even did a chair
dance for me and Pat and showed us some Zumba moves for the
upper body. I also enjoyed the music, very motivating for me. I'm
looking forward to doing another Zumba charity event for CMT
next year!

Anchor’s aweigh! On Saturday, June 17th, HNF cast off for our
maiden voyage New York City sunset cruise, sharing with our
guests an amazing night filled with food, drinks, music, and
exclusive auction items. The scenery was picturesque as we
viewed the stunning city skyline and passed by sights such as the
Statue of Liberty and Freedom Tower. Guests mingled on the
yacht’s three decks while dining and dancing, plus had everyone
had an opportunity to bid on unique silent auction items.
One guest that joined us summed up the evening in this way:

“It was a breath of fresh air to be among so many
wonderful people. I can't express enough how fortunate I
am to be a part of HNF and Team CMT.”
– Richard Barreto making a Mt.Kilimanjaro climb in July 2017
to support CMT research

Thanks all who joined us, this special evening raised $23,000
for HNF’s work! All proceeds will go towards the Therapeutic
Research in Accelerated Discovery (TRIAD) program, a
collaborative effort with academia, government and industry, to
develop treatments for Charcot-Marie-Tooth (CMT).
We are so happy that so many people with CMT, family
members, and friends came out with us to support CMT research
and HNF. We are grateful for their generosity, and we look
forward to bringing future news of TRIAD’s successes funded by
their donations.
Mark your calendars and plan to join us next year! We will be
setting a course for another New York Skyline cruise during
CMT Awareness Month in September 2018. Keep a sharp
lookout for more details!

AUTHORED BY BERNADETTE SCARDUZIO, SOCIAL MEDIA COORDINATOR

1-855-HELPCMT (435-7268)
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TE A M CMT

Thank you to our
Team CMT Bike Riders!
BY COURTNEY HOLLETT, FUNDRAISING COORDINATOR, HNF

On Sunday, May 7, 2017, Team CMT took to the New York
City streets to conquer 40 miles of the TD Five Boro Bike Tour
through each of Manhattan’s five boroughs! The team was made
up of patients, caregivers, family members, friends, and even a
neurologist who specializes in CMT.

“The Five Boro Bike Tour was a great way to fundraise
for the collective good of CMT research and to bond
with fellow CMT'ers, their families and friends. It was
humbling in a sense, as I am well aware of the range
of symptoms individuals with CMT of all types can
present: so I was equally thankful that our little team
made it. I would like to suggest that the CMT shirts
have the term “Hills Suck” blazoned across the back
next year.”
– Herbie Joe Rorke CMT1A Patient
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“The five boro bike tour was such a great experience! A
well-organized and well-supported event with good music
and performers along the way and at the finish to keep
you entertained. It's also a great way to see the city and
meet a lot of wonderful and inspiring people. I feel so
fortunate to have been a part of Team CMT for this
event—looking forward to doing it again next year!”
– Kara Sprague Caregiver and Family Member

HNF has been fortunate to be included as a charity rider for the
past six years. We are thrilled to report we raised over $39,000
for HNF’s Therapeutic Research in Accelerated Discovery
(TRIAD) program—a collaborative effort with academia,
government and industry—to develop treatments for CMT.
It's not too late to make a donation!
FOR MORE INFORMASTION VISIT: CLICK HERE
TO SUPPORT AND CHEER TEAM CMT TODAY!

Calling All
Team CMT Members!
BY JESSICA ROBERTS, WRITER, HNF

Team CMT is a grassroots community fundraising program
founded by Chris Wodke, a CMT athlete who partnered with
the Hereditary Neuropathy Foundation (HNF) to raise awareness
for Charcot-Marie-Tooth disease. Currently we have 210
athletes in 38 states. We also have members in Australia, Canada,
England, Finland, Vietnam, Iran, Scotland, France, Turkey,
Poland, Norway and Sweden
Building awareness about CMT is essential to increasing
support, research, and helping to find a cure for the many forms
of CMT. The members of Team CMT are at the front lines of
raising CMT awareness in local communities around the world.
Be part of an international effort to change the future for those
living with CMT! Join us today and register to become a Team
CMT member. By joining the team and making a minimum
donation of $25, we will send you a Team CMT shirt that you
can wear to help build CMT awareness. You can wear your Team
CMT shirt to the gym, physical therapy, or athletic events.
Team CMT Members can also share their CMT story by
creating a personal fundraising page on our Team CMT donor

page. You can also host and represent Team CMT at various
events such as walks, bike races, and marathons. Just check out
Team CMT founder Chris Wodke’s activities and her amazing
contributions to generating CMT awareness.
There are so many exciting initiatives and new progress
being made for the CMT community thanks to increased
global awareness and the groundbreaking recent CMT research
developments. Current scientific studies are bringing us closer
to understanding and creating the technology needed for
accurate disease diagnosis, effective genetic counseling, and
targeted therapies.
This summer, become a Team CMT champion! Help us raise
CMT awareness and the much needed funds to finally find cures
for CMT!

JOIN TEAM CMT TODAY!
VISIT: CLICK HERE

Mark Your Calendars!
MightyMan Half Iron Distance
on October 1st in Montauk, NY
Supports HNF
BY JESSICA ROBERTS, WRITER, HNF

Check it off your bucket list!
On Sunday, October 1, 2017 the Hereditary Neuropathy
Foundation will participate in the MightyMan Half Iron Distance
in Fort Pond, Montauk, NY as a charity partner.
Did you know that Montauk, NY is one of the birthplaces
of triathlons?
Montauk is a quaint fishing and surfing town on the easternmost tip of Long Island. Athletes will love this course for its natural beauty and small-town feel. This is a great family weekend to
spend on the Island’s east end—at a time when the weather's still
nice, but the summer crowds are not as heavy.
HNF is looking for individual participants and relay teams for
this Half IronMan. If you would like to just swim, then HNF will
find people for the bike and run segments.

Interested in joining us?
E-MAIL COURTNEY AT
COURTNEY@HNF-CURE.ORG
FOR MORE RACE
INFORMATION,
CLICK HERE

1-855-HELPCMT (435-7268)
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COM M U N I T Y

BY JOY ALDRICH, ADVOCACY DIRECTOR, HNF

HNF started the Inspire Charcot-Marie-Tooth (CMT) online
discussion Community to connect patients, families, friends and
caregivers for support and inspiration. The community connects
you with others who share your concerns related to diagnosis,
managing symptoms, and treatment options such as bracing,
orthotics, and exercise. Most of all, you will find comfort that
you’re not alone.

Q: 	W hat would you like to tell others in the CMT community
about joining this online support group?
A: I highly recommend it! The Inspire CMT Community has

connected me with my fellow tribe while providing a safe
environment for member interaction. There is nothing quite
like the empowerment that comes from being a member of
this online support community.

Amanda Pool—a new member of the Inspire CMT Community—recently shared with us her experience of why the Inspire
Community is such a wonderful resource for people with CMT.

Q: 	W hat else would you like to see in our Inspire
CMT community?

Let’s hear more from Amanda:

A: I think it's pretty great, and I have no suggestions at this time.

Q: 	Tell us about yourself: Where do you live? What are your
favorite hobbies?

JOIN THE CMT SUPPORT COMMUNITY:
CLICK HERE

A: I live in Stillwater, Oklahoma. I love to spend time reading,

collecting vinyl, and cooking. I recently signed up to lead my
son's Cub Scout den!

Q: 	H ow did you hear about the Inspire CMT Community?
A: I first came across Inspire on Twitter, and I immediately

created an account.

Q: 	H ow has the Inspire CMT Community helped you with your
CMT questions?
A: T he Inspire CMT Community had answers to questions that

I didn't even know I had!

Q: 	W hat have been the most helpful tips shared in
the community?
A: I'm grateful for all the knowledge shared within the Inspire

Community. I never have to look too hard to discover
helpful tips on diet and exercise, strategies for combating
fatigue, or ingenious ways to handle other challenging
symptoms of CMT.
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Conquering Mt. Kilimanjaro for CMT! HNF’s CEO/Founder Allison Moore
Recognized By Rare Patient
BY COURTNEY HOLLET T, FUNDR AISING COORDINATOR, HNF
News Website
In July 2017, Richard Barreto will trek up Mt. Kilimanjaro for
Charcot-Marie-Tooth (CMT) research. Richard is a postgraduate
student who is working with HNF board member Kerin Reilly.
Kerin’s daughter Dakota has CMT. Richard has dedicated
this climb to Dakota and everyone affected with CMT. The
mountain is 19,342 in altitude and the goal is to raise one dollar
for every foot conquered.
Q: 	W hy did you choose this way to help those in need?
A: I initially wanted to climb the Seven Summits to be part of

that group of people who have done something amazing and
life changing. I figured I could also do more by raising money
for different foundations so that I not only do it for me, but
also for all those people who need light in their lives.

Q: 	W hat has been your toughest climb? Your most favorite climb?
Is there a climb still on your list to conquer?
A: My toughest climb by far was to Mt. Elbrus, which is the

highest mountain in Europe. It was very challenging both
physically and mentally. My favorite climb has been up Mt.
Fuji in Japan. This will be the second of the Seven Summits I
will conquer. So far I have Europe, now Africa, and the rest
of the continents in the future. Hopefully, I will be able to
climb one mountain every year, but it’s difficult since I have
to pay for the expeditions myself. I am hoping to get sponsors
on my side after a couple more climbs.

Q: 	W hat organizations have you helped on your journey?
A: So far, I have raised money for a very close friend of mine who

has multiple sclerosis. I also raised money for my good friend’s
son who has Angelman syndrome. I raised money for both of
them when I climbed Mt. Olympus in Greece. When I climbed
Elbrus, I raised money for Autism Speaks since I have friends
and a cousin who have children with autism. All of the climbs
are near and dear to my heart and for those I know.

COURTESY OF PATIENT WORTHY

Allison Moore was featured in an article on the rare patient
news website Patient Worthy®, an online publication that provides
relevant information for rare disease patients, caregivers, and
advocates. This article takes a look at how Allison, a cancer
survivor, chronic illness patient, CEO, mother, and wife, is able
to find balance in her life.
Allison was diagnosed with Charcot-Marie-Tooth (CMT)
disease after being treated with chemotherapy for sarcoma.
CMT refers to a group of inherited disorders that cause nerve
damage—mostly affecting the arms and legs (peripheral nerves)
and may cause loss of sensation, muscle contractions, and
difficulty walking.
Although Allison was devastated after her diagnosis, she
was determined not to wallow and find a way forward. She
founded the Hereditary Neuropathy Foundation, a non-profit
organization involved in everything from documentaries and
children's books, to drug and gene therapy development—all for
the sake of disease awareness and raising funds for research.
It hasn't always been easy, but with the help of her sons,
husband, sisters, friends, and the CMT community, Allison
has achieved a healthy balance and has made a real, tangible
difference in the rare disease community.

“Hard work does pay off, as does perseverance. You just
have to keep going, keep fighting, keep connecting, and
keep working. And once you see the fruits of your hard
work you realize—anything is possible.”
– Allison Moore
READ THE FULL ARTICLE: CLICK HERE

We are so grateful for Richard and his commitment to helping
the CMT community!
FIND OUT HOW YOU C AN HELP OR MAKE A CONTRIBUTION
ON RICHARD’S WEBSITE:
CLICK HERE

1-855-HELPCMT (435-7268)
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It starts in infancy
and lays dormant in the body until one day...
the symptoms start to appear.
Everything seems okay until your...
Neuropathic

Feet

Toes
Start

Start to
Look
Different

Pain

to Curl

Ability to

Hold, Grasp &
Turn Things
is Lost

Balance
Becomes

Unstable

Muscles
are Wasting

Shoes
Don’t Fit Well

Even if you are lucky enough to get a proper diagnosis of this genetic disease—
Charcot-Marie-Tooth—there is no cure, and it is progressive.
But the Hereditary Neuropathy Foundation is on track to finding treatments and cures!
Learn more at www.hnf-cure.org
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R E SE A RC H

HNF’S CMT CENTERS OF EXCELLENCE

NEW CENTER!

The national network of HNF-designated Centers of Excellence (COE) provides patients with resources to find hubs of
expertise in caring for and treating CMT, as well as locations where CMT research is being conducted. Our primary
goal for the program is to ensure that access to care results in positive outcomes for each individual patient’s clinical
experience. We are honored to have these premier Centers and their leading experts in partnership with us to improve
the future for people with inherited neuropathies.
CALIFORNIA

KANSAS

MISSOURI

Cedars-Sinai Medical Center
127 S. San Vicente Blvd.
Advanced Health Sciences Pavilion,
A6600
Los Angeles, CA 90048
Contact: Dana Fine
Phone: 310-423-8497
Email: Dana.Fine@cshs.org

University of Kansas Medical Center
Landon Center on Aging
3599 Rainbow Boulevard, MS 2012
Kansas City, KS 66160
Contact: Nicole Jenci
Phone: 913-945-9934
Email: njenci@kumc.edu

St. Louis University Medical Center
Department of Neurology
1438 South Grand Boulevard
St. Louis, MO 63104
Contact: Susan Eller
Phone: 314-977-4867
Email: ellersc@slu.edu

MASSACHUSETTS

NEW JERSEY

Brigham and Women’s Hospital
Department of Neurology
75 Francis St, Tower 5th Floor
Boston, MA 02116
Contact: Kristen Roe
Phone: 617-525-6763
Email: kroe@partners.org

Hackensack University
Medical Center
30 Prospect Avenue
Hackensack, NJ 07601
Contact: Eugenia Ndiaye
Phone: 551-996-8100
Email:
Eugenia.Ndiaye@hackensackmeridian.org

Stanford Neuroscience Health Center
Neuromuscular Clinic
213 Quarry Road, 1st Floor
Palo Alto, CA 94304
Phone: 650-723-6469.
Contact: Jennifer Fisher
Email: jnfisher@stanford.edu
CONNECTICUT

MICHIGAN
University Of Michigan

NEW YORK

Columbia University
Department of Neurology
710 West 168th Street
New York, NY 10032
Contact:
For clinical appointments: Allan Paras
Phone: 212-305-0405
For research studies:
Phone: 212-305-6035
Email: ap3476@cumc.columbia.edu

Hospital for Special Care
Charles H. Kaman Neuromuscular Center
2150 Corbin Avenue
New Britain, CT 06053
Contact: Boguslawa Koczon-Jaremko
Phone: 860-612-6356
Email: Bkoczon-Jaremko@hfsc.org

Pediatric Rehabilitation Center
2205 Commonwealth Blvd.
Ann Arbor MI 48105
Contact: Jen Thomas
Phone: 734-763-2554
Email: jennif kt@med.umich@edu

FLORIDA

University of Florida (UF) Health
2004 Mowry Road
PO Box 100332
Contact: Tracie Kurtz, RN, CCRP
Phone: 352-273-8517
Email: tlkurtz@ufl.edu

University of Minnesota Health
Department of Neurology
420 Delaware Street SE, MMC 295
Minneapolis, MN 55455
Contact: Valerie Ferment
Phone: 612-301-1535
Email: ferm0016@umn.edu

University of Miami
Professional Arts Center (PAC)
1150 NW 14th Street, 6th Floor
Miami, FL 33136
Contact: Meri Jaime (for appointments)
Phone: 305-243-7400
Email: MJaime@med.miami.edu

We are pleased to share that many of HNF's Centers of Excellence are also sites
for the pivotal Phase 3 clinical trials for Pharnext's pleodrug PXT3003 to determine
whether PXT3003 is effective and well-tolerated in patients with CMT1A.

MINNESOTA

WASHINGTON

St. Luke’s Rehabilitation Institute
715 South Cowley Street, Suite 210
Spokane, WA 99202
Contact: Ann Cooper
Phone: 509-939-8079
Email: coopera@st-lukes.org

1-855-HELPCMT (435-7268)

//
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Events
UPCOMING 2017 EVENTS
Save the date!

9/9/17

9/23/17

10/1/17

Scavenger Hunt

GCC's Summer Send-Off

MightyMan Half Iron

Victor, NY

Celebration

Distance

Charlestown, RI

Montuak, NY

SCAVENGER HUNT TO RAISE
FUNDS FOR CMT TYPE 6
BY COURTNEY HOLLET T, FUNDR AISING COORDINATOR, HNF

The Rochester Chrome Divas are partnering with Finn’s Tap Room to host a Charity Scavenger Hunt in
Victor, NY on September 9th. This will be a motorcycle event (cars welcome) where the community
can join in and help raise money for CMT Research. Local businesses are participating in the event by
donating raffle items and cash for sponsorships.
During the event, “bikers” will ride around the southern tier
of the Rochester, NY area and hunt for items, participate in
Facebook Live, and take pictures with CMT Type 6 patient
Zach Houliares. After the scavenger hunt, everyone will return
to Finn’s Tap Room, where event participants can enjoy basket
raffles, a 50/50 raffle, and a chicken dinner while listening to
two local bands.
The Divas have been posting flyers on their daily travels
throughout the Rochester area, encouraging people to

participate. With CureCMT.org on every flyer, the Divas hope to
create additional awareness for this unknown disease that so
many are battling. Additionally, one of the Divas is collecting
bottles and cans to help raise money for the cash prizes “Cans
For A Cause.”
Just as Zach Houliares must battle this disease every day, this
event will happen rain or shine!
FOR MORE INFORMATION CLICK HERE

hnf-cure.org
401 Park Avenue South, 10th Floor
New York, NY 10016
Hereditary Neuropathy Foundation
@CMTNeuropathy
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Publication of this newsletter was made possible
with the financial support of Pharnext.

